Medicare Reform: Widespread Confusion, Uncertain Benefits by Elizabeth Bax et al.



































































   
 

























































































































































































Meanwhile,  mounting  pressure  to  provide  a  Medicare  prescription  drug  benefit  led  to  the 
passage in late 2003 of the Medicare Prescription Drug, Improvement, and Modernization Act. 
However, the law was signed amidst great controversy about its complexity, gaps in coverage, 
involvement  of  managed  care  providers,  and  restrictions  on  the  government’s  ability  to 








with  disabilities  and  lack  a  solid  understanding  of  the  difficulties  they  face  in  securing  the 
health care that they need.  
 
Little  attention  has  been  given  to  assessing  the  degree  to  which  seniors  and  people  with 
disabilities  are  not  meeting  their  health  care  needs  and  the  degree  to  which  they  postpone 
accessing health care services due to the increased out‐of‐pocket costs that they would incur.  In 
addition,  a  lack  of  information  has  been  collected  to  understand  how  Medicare  recipients 
currently obtain information about the many health care options available to them and the ways 
that this  information could be  improved to make  it more accessible and understandable. With 
further changes certain to occur as the Medicare program is reshaped and redefined, knowing 




with disabilities  about  their health  care  options,  ability  to  access  services,  and  choices  about 
health  care  spending  in  the wake  of Medicare  reform,  the Center  for  Impact Research  (CIR) 
conducted  a  survey  of  600  Medicare  recipients  in  the  Chicago  metropolitan  area  in  2004, 
targeting  lower‐income  individuals  in  homes,  senior  centers,  senior  apartment  complexes, 
malls,  city  colleges,  churches,  social  service  agencies,  food  stores,  fast  food  restaurants,  and 
community  centers.  In  addition  to  conducting  the  survey, CIR  interviewed Medicare  service 
providers,  advocates,  and  public  policy  personnel  working  at  public  and  private  agencies. 
These  interviews  provided  further  information  about  the  Medicare  program,  the  needs  of 
Medicare  recipients  and  the  resources  currently  available  to  them,  as well  as ways  that  the 
various systems serving Medicare recipients might be improved. The findings of this report will 






Nearly  one‐quarter  of  the  survey  respondents were under  the  age  of  65,  receiving Medicare 
benefits due to their disability status. (In Illinois, 12.7% of Medicare recipients are under the age 
of 65.)  There were a greater number of persons age 65 to 69 and fewer respondents within the 





when  compared  to  the percentage  of African‐Americans  in  the  Illinois Medicare population.  





Among  respondents  not  part  of  a  couple,  43.8%  have monthly  incomes  under  $750  and  an 













When  asked  about whether  they  have  to make  choices  between  obtaining medical  care  and 
other necessities, 12.5% of the Medicare recipients responded that they currently have to make 
such  a  choice due  to  limited  funds.   Most  frequently,  respondents  give up  food  in  order  to 
obtain health care.  
 
Female  respondents  and  respondents with disabilities or poor health had  to  choose between 
health  care  and  other  necessities  far  more  often  than  male  respondents,  those  without 






Respondents  reported  a  monthly  average  of  $621  for  non‐health  care  costs,  with  one‐half 
(50.4%)  of  these  Medicare  recipients  spending  between  $300  and  $600  per  month  on  these 






from  obtaining  the  care  or  services  that  they  need, with  dental  care,  home  health  care,  and 
doctor  or  clinic  visits  the  services  most  frequently  reported  as  needed  but  not  received  or 
received at insufficient levels.  
 
Almost 40% of  the respondents reported delaying medical care  for reasons  that  included, but 
went beyond cost. Problems with transportation was the factor that most frequently (18.5%) led 
  vii 
respondents  to  delay  care,  with  problems  related  to  cost  (18.4%)  and  time  (17.0%)  also 
significant reasons for delay.  
 
Prior  to  receiving  Medicare,  over  one‐quarter  of  all  respondents  had  held  no  health  care 
insurance, while another almost one‐sixth had held poor quality health insurance. 
 

















At  the  time  of  the  survey,  less  than  one‐fifth  (17.0%)  of  the  respondents  had  applied  for  a 
Medicare  approved drug discount  card, while  over  one‐half  (53.1%) had  not,  and  over  one‐
quarter (28.8%) did not know whether or not they had applied for one. Given the large number 




















Almost one‐half  (49.6%) of  those respondents who have used HMOs  report being satisfied  to 
very satisfied with the health care that they received, yet only 20.0% of the respondents replied 






When  asked  what  would  be  important  to  them  if  they  were  enrolled  in  an  HMO,  all 
respondents said that they would value the five following conditions:  being able to keep their 
current doctor; having prescription drug coverage; paying less (or not paying more) than with 





Respondents  reported  high  levels  of  interest  in  further  information  about  the new Medicare 
law,  drug  discount  cards,  the  drug  coverage  provisions  of  the  new  Medicare  law,  and 
comparison of Medicare plans. 
 
There  is  considerable  variation  in what people would  find  helpful  in  improving  health  care 




Most of  the Medicare  recipients prefer  to obtain  their  information  from  a variety of  sources, 
with  printed materials  (71.5%)  and  face‐to‐face  counselors  (69.6%)  being  the most  preferred 
sources  of  information.  The  Internet was  preferred  by  one‐sixth  (16.5%)  of  the  respondents. 
Significant differences exist for subgroups concerning a few of  the preferred sources of health 
care  information  such  as  printed  materials,  face‐to‐face  contacts,  group  presentations,  and 
telephone help  lines. Almost one‐half of  the  respondents  report  that  their best  information  is 




respondents  said  they  are  receiving  this  information  from  their  preferred  source.  The  most 










Almost  two‐thirds  (65.1%) of  those surveyed reported  that  they would need help  in choosing 















4. Recognize  and  reduce  the  adverse  impact  of  co‐payments  and deductibles  on  recipients’ 
access to and use of health care services. 
 
5. Make  information about  the variety of health  care plans and prescription drug  insurance 
options more  comprehensible  to Medicare  recipients. As no  single  type of  information or 
method of  communicating  it will  serve  all of  the  recipients’ needs,  a variety of materials 





















































2.5% of  the GDP  to 4.0% of  the GDP by 2028.2   This  increase  is  fueled  in part by advances  in 
medical technology that improve health and extend lifespan, but increase health costs,3 as well 
as  the  profit‐driven  structure  of  the  U.S.  health  care  system,  particularly  in  the  area  of 





Meanwhile,  mounting  pressure  to  provide  a  Medicare  prescription  drug  benefit  led  to  the 
passage in late 2003 of the Medicare Prescription Drug, Improvement, and Modernization Act. 
However, the law was signed amidst great controversy about its complexity, gaps in coverage, 
involvement  of  managed  care  providers,  and  restrictions  on  the  government’s  ability  to 




was  recently  introduced  in  both  the  U.S.  House  and  the  Senate,  with  Congresswoman  Jan 
Schakowsky and Senator Richard Durbin of Illinois introducing and co‐sponsoring the bills.6 
 
























with  disabilities  and  lack  a  solid  understanding  of  the  difficulties  they  face  in  securing  the 
health care that they need.7   
 
Furthermore,  although  studies  have  analyzed  the  anticipated  costs  of  medical  services  for 
Medicare recipients over  the next  two decades,  little attention has been given  to assessing  the 
degree to which seniors and people with disabilities are not meeting their health care needs and 
the degree  to which  they postpone accessing health care services due  to  the  increased out‐of‐
pocket costs  that  they would  incur.8   This  lack of data  is  troubling because non‐adherence  to 
prescribed  treatment  regimens  significantly  increases  the  likelihood  that  individuals  will 
experience  major  long‐term  health  problems,  compromising  quality  of  life  and  increasing 
overall  health  care  costs.9  Understanding  how  changes  in  Medicare  influence  health  care 
decisions  is  therefore crucial  to developing  sound, cost‐effective health care policies  for  these 
populations. 
 
Finally,  a  lack  of  information  has  been  collected  to  understand  how  Medicare  recipients 
currently obtain information about the many health care options available to them and the ways 
that this  information could be  improved to make  it more accessible and understandable. With 
further changes certain to occur as the Medicare program is reshaped and redefined, knowing 




with disabilities  about  their health  care  options,  ability  to  access  services,  and  choices  about 
health  care  spending  in  the wake  of Medicare  reform,  the Center  for  Impact Research  (CIR) 
conducted  a  survey  of  600 Medicare  recipients  in  the Chicago metropolitan  area,10  targeting 
lower‐income individuals. The findings of this report will assist policy makers and community‐
based  organizations  to  advocate  for  programs  that  will  best  serve  the  needs  of  Medicare 
recipients. 













At  the  outset  of  the  project,  the Center  for  Impact Research  (CIR)  formed  a working  group 
consisting  of  persons  from  community  service  agencies,  advocacy  organizations,  and 
government  agencies.11    Working  group  members  conferred  on  research  design  and  survey 






exclude Medicare  recipients with disabilities who  are under  65 years old  and who  represent 
over 15% of the total Medicare population.12  The group decided that the survey would include 
both senior Medicare recipients, and  those under  the age of 65 who receive Medicare benefits 






When  collecting  data  from  marginalized  and  at‐risk  populations,  the  use  of  peer  surveyors 
increases  the  likelihood  that potential  respondents will  choose  to participate  in  the  research. 
Furthermore,  respondents often  feel more comfortable being  interviewed by a peer  than by a 
professional researcher, who may seem unfamiliar and whose  intentions may seem unclear or 
threatening. Nine  adults were  recruited  and  trained  to  interview Medicare  recipients  for  the 
project.  These  community  surveyors  were  recruited  through  advocacy  organizations,  direct 




On  three  consecutive days,  the  surveyors  attended  training  sessions  that were  each  two  and 
one‐half hours long, during which they learned about survey research methods and the goals of 


















completed  interview. Six hundred  surveys were administered  in order  to achieve  statistically 
significant data at a 95% confidence interval.  
 
In addition  to conducting  the survey, CIR  interviewed Medicare service providers, advocates, 
and public policy personnel working at public and private agencies. These interviews provided 
further  information  about  the  Medicare  program,  the  needs  of  Medicare  recipients  and  the 






The 600 surveys were administered  to Medicare recipients  in a non‐random manner, with  the 
nine  community  surveyors  traveling  throughout  the Chicago metropolitan  area  to  interview 









Twelve  adults  were  initially  recruited  and  hired  to  work  as  community  surveyors  for  the 
project. After the training had begun, three dropped out, leaving nine surveyors. Although the 
original group  of  twelve  surveyors  included  eight African‐Americans,  three Caucasians,  and 
one Hispanic, two of the Caucasian surveyors and the Hispanic surveyor dropped out, leaving 
eight  African‐American  and  one  Caucasian  as  project  surveyors.  The  surveyors  primarily 




Furthermore,  the  survey was not  translated  into other  languages, and  the  interviewers  spoke 




income Medicare recipients, almost 90% of  the respondents reported  income  levels below  the 
200% Federal Poverty Guidelines.13 
 











Nearly  one‐quarter  (24.5%)  of  the  survey  respondents  were  under  the  age  of  65,  receiving 
Medicare  benefits  due  to  their  disability  status.  In  Illinois,  12.7%  of Medicare  recipients  are 
under the age of 65.14  When looking at the age distribution for Medicare recipients age 65 years 





Table 1:  Age    Table 2:  Age for Respondents 65+ Years15 






<65 146 24.5%  65-69 34.9% 28.1% 26.5% 
65-69 157 26.3%  70-74 25.6% 25.4% 25.0% 
70-74 115 19.3%  75-79 20.2% 20.7% 21.1% 
75-79 91 15.3%  80-84 13.1% 14.0% 14.6% 
80-84 59 9.9%  85-89 4.7% 7.8% 8.4% 
85-89 21 3.5%  90+ 1.5% 4.0% 4.4% 
90-94 6 1.0%  100.0% 100.0% 100.0% 
95-99 1 0.2%   n=450 n=298,803 n=1,500,025 


















Table 3:  Gender    Table 4: Gender by Age     
 Frequency Percent   <65 65-69 70-74 75-79 80-84 85-99 
Male 188 37.2%  Male 38.8% 42.0% 39.6% 34.9% 26.3% 28.6% 
Female 318 62.8%  Female 61.2% 58.0% 60.4% 65.1% 73.7% 71.4% 
   Total 506 100.0%     Total 100.0% 100.0% 100.0% 100.0% 100.0% 100.0%






The  ethnicity  of  the  respondents  reflected  a  far  larger  percentage  of African‐Americans  and 























African-American/Black 434 72.5% 37.4% 15.6% 12% 
Hispanic/Latino 21 3.5% 26.0% 12.3% 3% 
White/Caucasian 128 21.4% 44.3% 75.1% 83% 
Native American 15 2.5% 0.7% 0.6% -- 
Asian/Pacific Islander 2 0.4% 5.1% 3.9% -- 
Other 11 2.2% 15.6% 6.8% 2% 
n=599     
 
 
In  Illinois,  3.8%  of persons  age  65  and  older  live  in households where  all members  speak  a 
language  other  than  English  and  everyone  in  the  household  age  14  and  older  has  some 
difficulty  with  English.  An  additional  5.7%  of  persons  age  65  and  older  live  in  households 
where everyone speaks a language other than English, but at least one person age 14 or older is 
fluent in English. In Chicago, the percentages are over twice the level of the rest of Illinois, with 









10.0% of persons age 65 and older  living  in households where all members speak a  language 





Given  the  low number of  immigrant respondents,  it  is not surprising  that survey participants 
reported high  levels  of English proficiency. English  is  the primary  language  of  95.7%  of  the 














No Skill 0.0% 0.7% 1.2% 
Some Skill 2.3% 8.6% 9.9% 
Strong Skill 97.7% 90.6% 88.9% 
 100.0% 100.0% 100.0% 







living  either  with  family  or  a  spouse/partner.  This  reflects  a  considerable  over‐sampling  of 
people  living alone, with only 38.1% of all Chicagoans age 60 or older  living alone.19     Over 











Most  respondents  (57.4%)  rent  their  residence;  42.2%  own  their  residence.  Significant 









Table 9:  Housing   
 Frequency Percent 
Apartment - Rent 214 35.7% 
House - Own 153 25.5% 
Senior Housing - Own 63 10.5% 
SRO 60 10.0% 
Senior Housing - Rent 42 7.0% 
Apartment - Own 17 2.8% 
Condo - Own 16 2.7% 
House - Rent 10 1.7% 
Assisted Living Facility 7 1.2% 
Other  17 2.8% 






less  than 200% of  the  federal poverty  levels as defined by  the U.S. Department of Health and 
Table 7:  Residency    Table 8:  Live with Whom  
Location Frequency Percent   Frequency Percent 
Chicago - Northside 104 17.4%  By myself 425 71.5% 
Chicago - Southside 272 45.6%  With a spouse/partner 81 13.6% 
Chicago - Westside 32 5.4%  With family 77 13.0% 
Chicago - Southwest Side 35 5.9%  With a friend 11 1.9% 
Chicago - Loop 1 0.2%  Total 594 100.0% 
North Suburb 19 3.2%     
West Suburb 84 14.1%     
South Suburb 50 8.4%     
Total 597 100.0%     
  10
Human  Services.20    The  income  levels  reported  in  this  project’s  survey  indicate  that  survey 
respondents have  lower  than average  income  levels  compared with all Medicare  recipients,21 






Among  respondents  not  part  of  a  couple,  43.8%  have monthly  incomes  under  $750  and  an 
additional  45.1%  have  incomes  less  than  $1,501,  income  levels  below  the  100%  and  200% 
Federal Poverty Guidelines.22 Among couples, 37.8% are living below the 200% poverty line.  
 
Income  varies  significantly  when  looking  at  disability  status,  age,  race,  and  location  of 
residence.  Respondents  with  disabilities,  who  are  younger,  and  non‐Caucasian  have  lower 




Table 12:  Individual Monthly 
Income by Disability Status  
Table 13:  Individual Monthly Income by Age 
 Disabled 
Non-
Disabled   <65 65-69 70-74 75-84 85+ 
Less than $751 53.7% 27.6%  Less than $751 68.6% 37.1% 35.8% 33.1% 25.0% 
$751 - $1,500 38.7% 56.2%  $751 - $1,500 31.4% 48.5% 55.8% 46.6% 58.3% 
$1501 - $2,200 4.1% 10.3%  $1501 - $2,200 0.0% 8.3% 7.4% 12.0% 4.1% 
More than $2,200 3.5% 5.9%  More than $2,200 0.0% 6.1% 1.1% 8.3% 12.5% 
Total 100.0% 100.0%  Total 100.0% 100.0% 100.0% 100.0% 100.0% 
n=518    n=524      




















Up to $750 230 43.8%  $1,001- $2,000 14 37.8%  
$751 - $1,500 237 45.1%  $2,001 - $3,000 17 45.9%  
$1,501 - $2,200 35 6.7%  $3,001 - $4,000 2 5.4%  
$2,201 - $3,000 14 2.7%  More than $4,000 4 10.8%  
More than $3,000 9 1.7%  Total 37 100.0%  
Total 525 100.0%     
  11
 








Less than $750 46.0% 33.0% 50.0%
$750 - $1,500 44.2% 49.5% 42.1%
$1501 - $2,200 6.1% 11.7% 2.6% 
More than $2,200 3.8% 5.8% 5.3% 
 100.1% 100.0% 100.0%
n=537    
 
Income  varied  considerably  depending  on  the  location  of  residence.  Respondents  living  on 






















Less than $751 64.4% 42.0% 34.5% 8.0% 9.1% 37.7% 51.2% 
$751 - $1,500 31.7% 47.3% 55.2% 64.0% 18.2% 53.6% 39.0% 
$1501 - $2,200 1.9% 7.4% 6.9% 16.0% 36.4% 1.4% 9.8% 
More than $2,200 1.9% 3.3% 3.4% 12.0% 36.4% 7.2% 0.0% 
Total 100.0% 100.0% 100.0% 100.0% 100.0% 100.0% 100.0% 











Social Security 561 93.7% 
Retirement/Pension 201 33.6% 
Supplemental Security 
Income (SSI) 90 15.0% 
Investments 28 4.7% 
Family/Friends 25 4.2% 
Temporary Aid to Needy 
Families (TANF) 15 2.5% 
Employment/Spouse's 
employment 14 2.3% 
Other 4 0.7% 
n=599   
* Total percentage exceeds 100% due to 

















Table17:  Monthly Prescription Drug Expenses 
 
Table 18:  Monthly Prescription 








Survey Percent for 
Respondents with  
Known Rx Expenses   Disabled 
Non-
disabled 
$0  71 13.4% 17.6%   
$1-$10 30 5.6% 7.4%  
$0-$10 13.5% 26.9% 
$11-$50 70 13.2% 17.4%  $11-$50 12.5% 14.1% 
$51-$100 70 13.2% 17.4%  $51-$100 12.1% 15.0% 
$101-$200 52 9.8% 12.9%  $101-$200 12.1% 7.0% 
$201-$400 67 12.6% 16.6%  $201-$400 16.2% 7.9% 
>$400 44 8.3% 10.9%  >$400 12.5% 2.2% 
Don't know 127 23.9% ---  Don't know 21.2% 26.9% 
Total 531 100.0% 100.0%  n=524 100.0% 100.0% 
 
 







significant  subgroup  difference  is  found  between  Medicare  recipients  with  and  without 
disabilities.  Respondents  with  disabilities  spend  almost  twice  as  much  on  non‐prescription 
drugs as respondents without disabilities, averaging $21 monthly for persons with disabilities 
as compared to $11 for persons without disabilities. 
                                                 
23 If respondents who reported no prescription drug costs are included, the mean is $175 and the median is $90. 
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Table 19:  Monthly Non-Prescription Drug Expenses 
 
Table 20:  Monthly Non-
Prescription Drug Expenses 







Survey Percent for 
Respondents with  
Known Expenses   Disabled 
Non-
Disabled 
$0  116 22.1% 26.9%   $0  23.8% 20.5% 
$1-$10 134 25.5% 31.1%  $1-$10 21.4% 31.3% 
$11-$25 112 21.3% 26.0%  $11-$25 18.0% 26.3% 
$26-$50 39 7.4% 9.0%  $26-$50 10.2% 4.0% 
$51-$99 8 1.5% 1.9%  $51-$99 2.4% 0.0% 
$100+ 22 4.2% 5.1%  $100+ 5.8% 1.3% 
Don't know 94 17.9% ---  Don't know 18.4% 16.5% 
Total 525 100.0% 100.0%  n=518 100.0% 99.9% 
 
 
After being questioned  about  the  costs  that would be  incurred were  they  to  take  all of  their 
medications,  respondents  were  asked  about  their  actual  monthly  health  care  expenses, 




Table 21:  Actual Monthly 
Prescription Drug Expenses 
 
Table 22:  Actual Monthly 
Non-Prescription Drug 
Expenses  
Table 23:  Actual Monthly 














$0  147 27.6%  $0  131 24.9%  $0  401 76.7% 
$1-$10 97 18.2%  $1-$10 187 35.6%  $1-$10 50 9.6% 
$11-$50 98 18.4%  $11-$25 100 19.0%  $11-$25 13 2.5% 
$51-$100 57 10.7%  $26-$50 28 5.3%  $26-$50 6 1.1% 
$101-$200 28 5.3%  $51-$99 7 1.3%  $51-$99 3 0.6% 
$201-$400 17 3.2%  $100+ 6 1.1%  $100+ 2 0.4% 
$401+ 2 0.4%  Don't know 67 12.7%  Don't know 48 9.2% 
Don't know 86 16.2%  Total 526 100.0%  Total 523 100.0% 
Total 385 100.0%         
 
 






Table 24:  Actual Monthly 
Health Care Premiums 
Expenses  
Table 25:  Actual Monthly 
Deductibles and Co-Payments
Expenses  















$0  89 41.8%  $0  412 78.6%  $0  462 87.8% 
$1-$50 13 6.1%  $1-$20 27 5.2%  $1-$50 3 0.6% 
$51-$100 20 9.4%  $21-$50 17 3.2%  $51-$100 4 0.8% 
$101-$200 38 17.8%  $51-$100 8 1.5%  $100-$200 1 0.2% 
$201-$300 9 4.2%  $101-$200 5 1.0%  $200+ 2 0.4% 
$301+ 5 2.3%  $201+ 1 0.2%  Don't know 54 10.3% 
Don't know 39 18.3%  Don't know 54 10.3%  Total 526 100.0% 








Table 27:  Actual Total Health 






$0  43 7.2% 
$1-$20 146 24.4% 
$21-$50 91 15.2% 
$51-$100 62 10.4% 
$101-$200 71 11.9% 
$201-$400 40 6.7% 
$401+ 21 3.5% 
Don't know 125 20.9% 
Total 599 100.0% 
 
 
Disability  status  and  individual  monthly  income  are  the  two  factors  with  the  strongest 
relationship to total health care expenditures. Respondents with disabilities were over twice as 
likely  as  respondents without disabilities  to have no  out‐of‐pocket monthly  expenditures  on 
health care, and almost three times as likely to have monthly health expenditures of over $401;  
respondents  without  disabilities  more  often  had  expenses  between  $100  and  $400.  When 
looking  at  income,  respondents  in  the  upper  income  group  spent  considerably more  out‐of‐
pocket on their health care costs than those in the two lower income brackets, and those in the 
lowest income group spent much less than those in the two higher income brackets. 
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Table 28:  Actual Total Health 
Care Monthly Expenses by 
Disability Status  
Table 29:  Actual Total Health Care Monthly 
Expenses by Individual Monthly Income 
 Disabled 
Non-
Disabled   <$750 
$751 - 
$1,500 $1,501+ 
$0  9.3% 4.0%  $0  8.3% 8.4% 1.7% 
$1-$20 25.0% 23.9%  $1-$20 33.5% 22.4% 10.3% 
$21-$50 15.1% 15.8%  $21-$50 15.2% 16.0% 10.3% 
$51-$100 9.3% 11.3%  $51-$100 7.4% 10.5% 10.3% 
$101-$200 8.4% 17.0%  $101-$200 5.2% 11.4% 31.0% 
$201-$400 5.8% 8.1%  $201-$400 2.2% 7.2% 17.2% 
$401+ 4.7% 1.6%  $401+ 1.3% 3.8% 10.3% 
Don't know 22.4% 18.2%  Don't know 27.0% 20.3% 8.6% 
Total 100.0% 100.0%  Total 100.0% 100.0% 100.0% 








of‐pocket  costs  for  its  recipients,  than  those  covered  by  the  Medicare  program.  Those 
respondents  who  receive  Medicaid  have  considerably  lower  monthly  prescription  drug 
expenses and somewhat  lower non‐prescription drug expenses than those who do not receive 




Table 30:  Actual Monthly 
Prescription Drug Expenses by 
Medicaid Status  
Table 31:  Actual Monthly Non-
Prescription Drug Expenses by 
Medicaid Status  
Table 32:  Actual Total Health 


















$0  30.3% 26.8%  $0  26.4% 24.4%   $0  9.9% 6.3% 
$1-$10 32.6% 13.5%   $1-$10 42.4% 33.4%  $1-$49 53.2% 33.8% 
$11-$50 8.3% 21.8%  $11-$25 8.0% 22.4%  $50-$100 5.7% 13.3% 
$51-$100 3.8% 13.0%  $26-$50 5.6% 5.2%  $101-$150 3.5% 7.6% 
$101-$200 4.5% 5.5%  $51-$99 4.0% 0.5%  $151-$250 2.8% 9.4% 
$201-$400 2.3% 3.5%   $100+ 0.0% 1.5%  $251+ 3.5% 8.7% 
>$400 0.8% 0.3%  Don't know 13.6% 12.5%  Don't know 21.3% 20.7% 
Don't know 17.4% 15.8%  Total 100.0% 100.0%  Total 100.0% 100.0% 
Total 100.0% 100.0%  n=526    n=599   
n=532           
















Food 32 5.4% 
Entertainment or 
travel 24 4.1% 
Rent or utilities 17 2.9% 
Clothing 10 1.7% 
Household items 6 1.0% 
Transportation/ 
gas 3 0.5% 
Other 2 0.3% 
n=590   
* Total percentage exceeds 12.5% due to 





Female  respondents  and  respondents with disabilities or poor health had  to  choose between 




Table 34:  Necessities Forgone for 
Health Care by Gender  
Table 35:  Necessities Forgone for Health 
Care by Disability Status 
 Male Female   Disabled 
Non-
Disabled
Has to make choice 
between health care and 
other necessities 9.1% 14.4%  
Has to make choice 
between health care and 
other necessities 15.2% 9.3% 
Did not have to make 
choice between health care 
and other necessities 90.9% 85.6%  
Did not have to make 
choice between health care 
and other necessities 84.8% 90.7% 
Total 100.0% 100.0%  Total 100.0% 100.0% 
n=498    n=582   
 













Has to make choice between health care 
and other necessities 36.4% 20.0% 15.0% 8.6% 
Did not have to make choice between 
health care and other necessities 63.6% 80.0% 85.0% 91.4% 
Total 100.0% 100.0% 100.0% 100.0% 
n=589     
 
 
In  addition,  respondents  who  live  with  family  or  a  friend  have  been  confronted  with  this 
dilemma  far  more  often  than  those  who  live  alone  or  with  a  spouse  or  partner.  And,  as 




Table 37:  Necessities Forgone for Health Care 
by Live With Whom 
 
Table 38:  Necessities Forgone for 









Family   <$50 $50-$250 >$250 
Has to make 
choice between 
health care and 
other necessities 10.8% 14.8% 18.2% 18.2%  
Has to make 
choice between 
health care and 
other necessities 11.4% 19.9% 31.1% 
Did not have to 
make choice 
between health 
care and other 
necessities 89.2% 85.2% 81.8% 81.8%  
Did not have to 
make choice 
between health 
care and other 
necessities 88.6% 80.1% 68.9% 
Total 100.0% 100.0% 100.0% 100.0%  Total 100.0% 100.0% 100.0%











with  transportation,  utilities,  and  telephone  expenses.  Over  one‐fourth  (28.8%)  of  the 
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Table 39:  Non-Health Care Monthly Expenses 
 









Housing $326 $250 $0 - $3,000 542  Entertainment/cable 109 74.7% 
Food $141 $115 $0 - $700 559  Cleaning/laundry 18 12.3% 
Transportation $58 $35 $0 - $880 553  Charge cards/bills 2 1.4% 
Utilities $83 $40 $0 - $2,400 554  Insurance 2 1.4% 
Phone, internet $43 $40 $0 - $200 560  Charity 10 6.8% 
Other $26 $0 $0 - $1,855 560  Gifts 1 0.7% 
      Other 4 2.7% 
      Total 146 100.0% 
 
 
Respondents with  and without disabilities  reported  similar non‐health  care  average monthly 




Adding  all  the  expenses  together,  respondents  reported  a monthly  average  of  $621  for  non‐
health care costs, with one‐half (50.4%) of these Medicare recipients spending between $300 and 





Table 41: Total Non-Health 
Care Monthly Expenses  
Table 42: Total Monthly 
Expenses  










Percent   <$750 
$751 - 
$1,500 >$1,501
<$300 54 9.5%  <$300 23 5.1%  <$300 11.6% 0.5% 0.0% 
$300 - $600 285 50.4%  $300 - $600 190 41.9%  $300 - $600 68.3% 37.7% 7.8% 
$601 - $900 115 20.3%  $601 - $900 107 23.6%  $601 - $900 14.6% 29.5% 23.5% 
$901 - $1,500 90 15.9%  $901 - $1,500 99 21.9%  $901 - $1,500 2.4% 27.9% 51.0% 
$1,501+ 22 3.9%  $1,501+ 34 7.5%  $1,501+ 3.0% 4.4% 17.6% 
Total 566 100.0%  Total 453 100.0%  Total 100.0% 100.0% 100.0%










Table 44:  Level of Health   
 Frequency Percent 
Very Healthy 108 18.1% 
Somewhat Healthy 202 33.8% 
So-so 215 36.0% 
Somewhat Sick 62 10.4% 
Very Sick 11 1.8% 
Total 598 100.0% 
 
 
Of  respondents age 65 and older, 20.9%  reported being “very healthy.” This  reflects a  lower 
level of health among  this study’s respondents  than  that reported by AARP,  in which 44% of 
Medicare  recipients  over  65  years  old  in  2003  rated  their  health  as  very  good  or  excellent.27  




Table 45:  Level of Health by Age    
 <65 65-69 70-74 75-79 80-84 85-99 
Very healthy 8.9% 19.1% 21.7% 24.2% 22.0% 14.3% 
Somewhat healthy 29.5% 32.5% 35.7% 37.4% 42.4% 28.6% 
So-so 43.8% 33.8% 32.2% 30.8% 30.5% 50.0% 
Somewhat sick 11.6% 13.4% 10.4% 7.7% 5.1% 7.1% 
Very sick 6.2% 1.3% 0.0% 0.0% 0.0% 0.0% 
Total 100.0% 100.1% 100.0% 100.1% 100.0% 100.0% 




on reported health status. Respondents who have a disability are over  three  times as  likely  to 
report being somewhat or very sick as those who do not have a disability. The relationship of 





                                                 
27 Accessed at http://research.aarp.org/heatlh/dd101_spending.html on November 4, 2004. 
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Table 46:  Level of Health by Disability Table 47:  Level of Health by Monthly 
Income  
 Disabled Non-Disabled  <$750 
$750-
$1,500 >$1,500
Very healthy 9.0% 30.8% Very healthy 10.0% 19.4% 32.8%
Somewhat healthy 32.7% 36.0% Somewhat healthy 32.3% 35.4% 34.5%
So-so 41.4% 28.3% So-so 42.4% 35.4% 25.9%
Somewhat sick 14.0% 4.9% Somewhat sick 13.5% 8.0% 6.9% 
Very sick 2.9% 0.0% Very sick 1.7% 1.7% 0.0% 
Total 100.0% 100.0% Total 100.0% 100.0% 100.0%
n=590   n=590    
 
 




Does Not Receive 
Medicaid 
Very healthy 4.3% 1.1% 
Somewhat healthy 10.7% 10.3% 
So-so 43.6% 33.6% 
Somewhat sick 30.0% 34.9% 
Very sick 11.4% 20.1% 
Total 100.0% 100.0% 
























Cost prevents care 24.7% 28.4% 16.8% 
Cost does not prevent care 75.3% 71.6% 83.2% 
Total 100.0% 100.0% 100.0% 




costs prevent  them  from  receiving  the  care  they need  as  compared  to  almost  one‐quarter  of 
those respondents who are very or somewhat sick. Respondents whose health is in the middle 
range  reported problems  accessing health  care due  to  cost more  often  than  the healthiest  or 
sickest respondents. 
 
 When  asked  about  the  specific  services  that were needed but not  received due  to  the  costs, 






Table 50:  Health Care Services Needed but Not 






Dental care 57 9.5% 
Home health care 51 8.5% 
Doctor/clinic visits 50 8.3% 
Physical therapy 39 6.5% 
Podiatry care 35 5.8% 
Diagnostics/lab tests 35 5.8% 
Hospital visits 31 5.2% 
Occupational therapy 31 5.2% 
Durable medical equipment 33 5.5% 
In-patient mental health care 27 4.5% 
Counseling/mental health care 23 3.8% 
Supplies 22 3.7% 
Speech therapy 11 1.8% 
n=599   
* Total percentage does not equal 100% due to 
respondents listing multiple health care services 
 
Medicaid  recipients  reported  not  receiving  or  receiving  insufficient  levels  of  dental  and 
podiatry care at two to three times the rate of non‐Medicaid recipients.   (Medicaid has limited 




Almost 40% of  the respondents reported delaying medical care  for reasons  that  included, but 
went beyond cost. Problems with transportation was the factor that most frequently (18.5%) led 
respondents  to  delay  care,  with  problems  related  to  cost  (18.4%)  and  time  (17.0%)  also 
significant reasons for delay.  
 






Problems with transportation 111 18.5% 
The cost 110 18.4% 
The time it takes 102 17.0% 
Uncertainty if you really need the care 72 12.0% 
Fear of what you may be told 58 9.7% 
Discomfort or pain with the treatment 52 8.7% 
How you are treated by the staff 41 6.8% 
Embarrassment 15 2.5% 
Other 1 0.2% 
n=599   
* Total percentage does not equal 100% due to respondents listing 







Table 52:  Delaying Care by 
Disability Status 
 













care 44.2% 34.0%  
Has delayed 
care 50.7% 40.1% 30.3% 
Has not 
delayed care 55.8% 66.0%  
Has not 
delayed care 49.3% 59.9% 69.7% 
Total 100.0% 100.0%  Total 100.0% 100.0% 100.0% 
n=591    n=596    
 
 






Table 54:  Delaying Care by Location of 
Residence  















Care 22.9% 35.7% 58.0% 43.30%  
Has 
Delayed 
Care 54.5% 41.5% 31.5% 
Has not 
Delayed 
Care 77.1% 64.3% 42.0% 56.7%  
Has not 
Delayed 
Care 45.5 58.5% 68.5% 
Total 100.0% 100.0% 100.0% 100.0%  Total 100.0% 100.0% 100.0% 
n=597      n=597    
      
*Includes responses “so-so,” “somewhat 






When asked about  the  impact of  co‐payments and deductibles on  their willingness  to access 
health  care  services,  most  respondents  stated  that  they  were  not  a  factor  in  their  decision‐
making. Required co‐payments discouraged 14.9% of  respondents  from  receiving health care, 
  24
and  9.9%  of  respondents  were  discouraged  from  obtaining  health  care  due  to  the  cost  of 
deductibles. However, Medicare recipients’ disability and health status and their income levels 
are  highly  significant  factors  affecting  the  impact  of  co‐payments  and  deductibles  on 
respondents’ access  to health care. Respondents with disabilities were  twice as  likely  to avoid 
accessing  health  care  services  due  to  co‐payments  or  deductibles  as  respondents  without 
disabilities,28  as  were  respondents  with  individual  monthly  incomes  of  less  than  $1,500  as 
compared  to  those with monthly  incomes over $1,500.29   This  is particularly  important, given 
that  the new  low‐income  subsidy will  include  co‐payments at  every  income  level,  except  for 
those recipients who are  institutionalized. Finally, as respondents’ health status decreases,  the 
impact  of  both  co‐payments  and deductibles  increases, with  27.3%  of  very  sick  respondents 
reporting that these costs discouraged them from getting care, as compared to 6% to 7% of the 
very  healthy.  Approximately  one‐half  of  the  respondents  for  whom  co‐payments  and 










Table 56:  See Same 
Doctor    
Table 57:  Ease of Getting 
Appointment 
 Frequency Percent   Frequency Percent 
Yes 442 74.4%  Very easy 299 50.0% 
No 57 9.6%  Somewhat easy 167 27.9% 
Depends on which 
clinic I visit 94 15.8%  So-so 92 15.4% 
Don't know 1 0.2%  Somewhat hard 28 4.7% 
Total 599 100.0%  Very hard 12 2.0% 
















Table 58:  Wait for Appointment 
 Frequency Percent
Within a day 167 28.3% 
Within a few days 159 26.9% 
Within a week 92 15.6% 
Within 14 days 63 10.7% 
Within 30 days 59 10.0% 






receiving  timely  care  similarly  found  a  lack  of  data  to  support  this  concern.  However,  
recipients  who  had  recently  moved  or  changed  insurance  coverage  were  at  greater  risk  of 
having trouble accessing care.31 
 
Finally, 4.0% of  the  respondents  in  the CIR  study  reported  that  their doctor will not provide 
some health care services for them because they are insured under Medicare. The services most 






Although  the  focus  of  this  report  is  on  the  health  care  needs  and  experiences  of  persons 
receiving Medicare, we were also interested in understanding how these experiences and needs 
had changed  from  the  time prior  to  their enrollment  in Medicare  to  the current  time. Prior  to 




Table 59:  Health Insurance Prior to 
Medicare 
 Frequency Percent 
Adequate or good 319 56.9% 
Poor quality 83 14.8% 
None 159 28.3% 
Total 561 100.0% 
 
 





to  Medicare.  The  relationship  between  prior  health  insurance  and  monthly  income  is  even 
stronger, with  those  persons  at  lower  income  levels  having  far  lower  rates  of  pre‐Medicare 
health insurance when compared to those with higher income levels. Close to one‐half (44.6%) 
of respondents with monthly incomes less than $751 had no health insurance prior to Medicare, 




Table 60:  Health Insurance Prior to 
Medicare by Disability Status  









Adequate or good 49.2% 68.2%  Adequate or good 32.7% 63.6% 82.9% 95.5% 
Poor quality 19.7% 7.2%  Poor quality 22.8% 12.3% 8.6% 0.0% 
None 31.0% 24.6%  None 44.6% 24.1% 8.6% 4.5% 
Total 100.0% 100.0%  Total 100.0% 100.0% 100.0% 100.0% 




their doctor  or physician’s  group  after  they had  begun  to  receive  their  health  care  coverage 
through  Medicare.  Most  frequently,  respondents  reported  having  to  change  their  doctor.32   




Table 62:  How Relationship with Doctor Changed 
for those Respondents who Experience a Change 
 Frequency Percent
Had to change doctor 22 43.1% 
Better treatment/resources provided 11 21.6% 
Not treated as well 7 13.7% 
Can afford health care now 5 9.8% 










The  vast  majority  of  respondents  (95%)  use  prescription  drugs.33    When  asked  where  they 
obtain their prescription drugs, most of the respondents (72.0%) said at a drug store, while one‐
fifth  of  the  respondents  obtain  them  through  their  hospital  (including  the  Veteran’s 
Administration).  
 







Drug stores 409 72.0% 
From hospital/county hospital 79 13.9% 
From Veteran's Administration 38 6.7% 
From doctor's office/clinic 36 6.3% 
Discount stores 34 6.0% 
Through mail order 32 5.6% 
Through the internet 3 0.5% 
From Canada 1 0.2% 
From another country 1 0.2% 
Other 5 0.9% 
n=568   
* Total percentage exceeds 100% due to respondents 
listing multiple prescription drug sources. 
 
Most  Medicaid  recipients  (83.3%)  obtain  their  prescription  drugs  through  drug  stores;  2.9% 
from  the VA;  and  2.2%  through mail  order.  There  is  considerable  discussion  about  the  cost 






Table 64:  Prescription Drugs through Mail Order 
by Monthly Income  
Table 65:  Prescription Drugs through Mail Order 
by Where Living 
 <$750 
$750-








through mail order 1.3% 4.8% 21.8%  
Purchases drugs 
through mail order 46.7% 14.3% 4.0% 
Does not purchase 
drugs through mail 
order 98.7% 95.2% 78.2%  
Does not purchase 
drugs through mail 
order 53.3% 85.7% 96.0% 
Total 100.0% 100.0% 100.0%  Total 100.0% 100.0% 100.0% 
n=505     n=567    







they were  enrolled  in  another.  This  confusion  about  plans  became  clear  as  surveyors  asked 
respondents to show their prescription drug card in order to verify their responses.34   
 
















Medicaid 145 30.5%  24.2% 
Circuit Breaker/ 
Pharmaceutical Assistance 85 17.9%  14.2% 
County Health Dept. 76 16.0%  12.7% 
Medicare HMO 73 15.3%  12.2% 
Medigap Plan 6835 14.3%  11.4% 
Illinois SeniorCare 66 13.9%  11.0% 
VA Medical Center 56 11.8%  9.3% 
Respondent's former employer 32 6.7%  5.3% 
Other  11 2.3%  1.8% 
Spouse's former employer 10 2.1%  1.7% 
Current employer 3 0.6%  0.5% 
Don't Know 1 0.2%  0.2% 




In  addition  to  insurance‐based  prescription  drug  coverage,  over  one‐fourth  (25.6%)  of  the 


















of Those With 





IL Rx Drug Buying Club/Circuit Breaker 5536 35.9%  9.2% 
Blue Cross Blue Shield Members First 43 28.1%  7.2% 
Medicare approved discount drug card 43 28.1%  7.2% 
Other  7 4.6%  1.2% 
From a drug manufacturer 4 2.6%  0.7% 
Don't know 1 0.7%  0.2% 
 
 
As  income  increases,  the  percentage  of  respondents  with  a  drug  discount  card  increases 
significantly, with less than one‐fifth (17.5%) of those in the lowest income levels having a card 




Table 68:  Prescription Drug Discount Card by Individual 
Monthly Income 
 <$750 $750-$1,500 >$1,500
Has discount card 17.5% 25.3% 41.4%
Does not have discount card 82.5% 74.7% 56.9%
Total 100.0% 100.0% 100.0%




of  the Medicare  Improvement and Modernization Act of 2003. Starting  in  the  spring of 2004, 
Medicare recipients became eligible to apply for a Medicare‐approved discount card to  access 
discounts on  their prescription drugs. The discount drug card program  is  temporary and will 
end on January 1, 2006 when the Act’s comprehensive prescription drug benefit commences.38 
 
At  the  time  of  the  survey,  less  than  one‐fifth  (17.0%)  of  the  respondents  had  applied  for  a 
Medicare  approved drug discount  card, while  over  one‐half  (53.1%) had  not,  and  over  one‐
quarter  (28.8%) did not know whether or not  they had applied  for one. Five months  later,  in 











for  the Medicare approved discount cards.39    In addition, respondents were asked about  their 
use  of  the  $600  transitional  assistance  credit  available  to  low‐income  Medicare  recipients.40  
None  of  the  survey  respondents  had  applied  for  or  received  this  benefit  at  the  time  of  the 




options  to meet  their prescription drug needs, or do not  feel  that  they need a card. For  those 




Table 69: Reasons for Not Applying for a 
Prescription Drug Card 
 
Table 70: Experiences Applying for a 










Uses other options 96 33.8%  
Application in process/ 
Haven't used yet  34 36.2% 
Doesn't need it 67 23.6%  Good/okay experience 29 30.9% 
Needs more information or 
help applying 43 15.1%  
Bad experience/ 
Doesn't help 12 12.8% 
Hasn't had a chance to do 
it yet 15 5.3%  Saves money 12 12.8% 
Doesn't think it will help 14 4.9%  Application refused 5 5.3% 
Other 49 17.3%  Other 2 2.1% 
Total 284 100.0%  Total 94 100.0% 
 
 
The  large  number  of  choices  in  discount  cards  available  for  Medicare  recipients  generates 
considerable  confusion  among  recipients  as well  as  advocates  as  to  the  relative merit  of  the 
various  available  options.  Formularies  vary  from  program  to  program  and  can  be  switched 















cover  some  or  all  of  the medications  needed  by Medicare  recipients,  requiring  recipients  to 





Survey  participants  were  also  asked  their  attitudes  towards  purchasing  prescription  drugs 
outside of the U.S as well as their thoughts about the government acting as an intermediary to 
negotiate bulk drug prices on behalf of Medicare recipients. The 2003 Medicare bill prevents the 
government  from  negotiating drug  prices with manufacturers  and  restricts  the  importing  of 
cheaper drugs from Canada and other countries.44  However, five states—including Illinois—are 
setting  up websites  to  help  their  residents  purchase  pharmaceuticals  from  outside  the  U.S., 
including from Canada, Britain and Ireland, despite the Food and Drug Administration’s ruling 
that such practices are illegal.45  And on December 31, 2004 Rhode Island became the first state 










wanted  that  option,  while  almost  the  same  number  either  wanted  it,  or  would  consider  it 
depending on the costs and benefit levels. When respondents’ desire for additional prescription 





















Table 71:  Want Additional Prescription 
Drug Insurance   
Table 72:  Want Additional Prescription Drug 












Do not want additional 
insurance 267 44.8%  
Do not want additional 
insurance 18.2% 43.9% 51.9% 
Want additional 
insurance 68 11.4%  
Want additional 
insurance 45.5% 11.5% 7.5% 
Depends on the 
costs/benefits 178 29.9%  
Depends on the 
costs/benefits 36.4% 29.5% 31.1% 
Don't know 83 13.9%  Don't know 0.0% 15.1% 9.4% 









drug  costs  have  surfaced.  Health  care  providers  and  federal  and  state  agencies  have 
implemented programs  to force patients  to split pills as a cost‐saving strategy, as medications 
often cost nearly the same regardless of their dosage.49 A 2002 North Carolina study found that 
when seniors split pills,  the actual dose  they received differed between 9% and 37%  from  the 
prescribed dose, with  the upper  range of  this difference being medically hazardous  for  some 
types of medication.50  Research has documented the fact that seniors who do not adhere to their 
prescribed drug  regimens  in  order  to  save money  experience  “a major decline  in health”  as 
compared to other elderly patients who adhere to the prescribed regimen.51 
 
Of  all  the  respondents,  82.8%  reported usually  taking  all  of  their medications  as prescribed, 
regardless of cost. The remaining 17.2% of respondents reported using one or more cost‐saving 



















Taking substitutes for the 
prescribed medications52 102 17.0%  
Taking less than the 
recommended dose 47 7.8%  
Not taking some medications 
altogether 36 6.0%  
Cutting pills in half 25 4.2%  
All medications usually taken 
as prescribed 496 82.8%  
n=599    
* Total percentage exceeds 100% due to respondents listing 
multiple strategies used to cut drug costs 
 
 
Those  respondents  who  are  younger  or  sicker,  or  those  with  disabilities  tend  to  use  these 





Table 74:  Use of Drug Cost-Cutting Measures by Age 
 <65 65-74 75-84 85-89 90-99 
Uses drug cost-
cutting strategies 23.3% 13.6% 8.0% 4.8% 0.0% 
Does not use drug 
cost-cutting strategies 76.7% 86.4% 92.0% 95.2% 100.0% 
Total 100.0% 100.0% 100.0% 100.0% 100.0% 
n=596      
 
 
Table 75:  Use of Drug Cost-Cutting Measures by 
Health Status  
Table 76:  Use of Drug Cost-Cutting 









Healthy   Disabled Not Disabled 
Uses drug cost-cutting 
strategies 36.4% 18.8% 9.0%  
Uses drug cost-cutting 
strategies 18.6% 7.7% 
Does not use drug 
cost-cutting strategies 63.6% 81.2% 91.0%  
Does not use drug 
cost-cutting strategies 81.4% 92.3% 
Total 100.0% 100.0% 100.0%  Total 100.0% 100.0% 
n=598     n=591   
                                                 
52 This may have included substituting the prescribed medication with a generic one. 
  34
Nearly  one‐fifth  (17.2%)  of  the  respondents  reported  not  taking  all  of  their  prescribed 
medications to reduce their expenses. However when comparing the reported costs of taking all 
medications  prescribed  or  recommended  (for  non‐prescription  drugs)  to  actual  monthly 
expenditures, almost one‐fourth  (24.2%) of  the  respondents  reported  spending  less  than  they 
were  supposed  to  for  prescription  drugs;  and  10.2%  were  spending  less  than  they  were 
supposed  to  spend  on  non‐prescription  drugs.  There  may  be  multiple  reasons  for  the 
differences  between  the  responses  to  the  direct  question  about  cost‐saving  measures  being 








are  taking  is provided most  frequently by physicians and pharmacists.  In 1997,  the American 
Pharmaceutical Association  adopted  a  policy  that  pharmacists  should  provide  counseling  to 





level  of  95%  of  patients  receiving  oral  counseling  from  both  their  physician  and  their 
pharmacist  on  correct  drug  use  and  potential  risks  by  2010.55    States  have  considerable 
discretion in setting counseling rules. For example, in 2003, New York’s State Board of Regents 
adopted  rules  specifically  requiring  pharmacists    to  counsel  patients  on  new  prescriptions 




























counseled 89.2% 83.6% 57.1% 
Has not been 
counseled 10.8% 16.4% 42.9% 
Total 100.0% 100.0% 100.0% 






With  the Medicare Prescription Drug,  Improvement  and Modernization Act  of  2003  enacted 
only six months prior to this study, and provisions of the law being implemented in stages over 
the next two years, it is not surprising that Medicare recipients’ understanding of and attitudes 
towards  this change  in  their health care coverage reflected a range of perspectives. While  the 
change  in  the Medicare program  is characterized by  the  federal government as   “provid[ing] 
seniors and people  living with disabilities with a prescription drug benefit, more choices and 
better  benefits”  and    “the  most  significant  improvement  to  senior  health  care  in  nearly  40 
years,”59  advocates  for  Medicare  recipients  have  characterized  it  as  “inadequate  and 
wasteful…do[ing]  more  to  help  drug  companies  and  HMOs  than  seniors.”60  Reactions  by 
consumer advocacy groups have focused largely on the adverse impact that they believe it will 
have  on  costs  for Medicare  recipients.61    Focus  groups  carried  out with Medicare  recipients 
across the U.S. found “considerable concerns” with the new law and confusion about its details 
and how  it will be  implemented.62   Many persons who have worked within the Medicare and 
Medicaid  systems  for  years  at  policy  levels  and  others  with  responsibility  for  the  daily 
management of  these  systems are  reporting high  levels of confusion and  frustration with  the 

















new  law.63   Many advocates and service providers have cautioned that the  interim drug cards 
are  confusing  and  potentially more  costly  for Medicare  recipients  than  current  state  funded 
programs and private insurance benefits.64 
 
The gap  in coverage, known as  the “doughnut hole”  is an area of great concern  to Medicare 
recipients  and  health  care  advocates.65    In  addition  to  paying  annual  premiums  that  are 
expected  to be $420  in  the  first year66—and  the $250 deductible—Medicare  recipients will be 
required  to  pay  up  to  25%  of  their  drug  costs  up  to  $2,250  per  year.  Beyond  this  level  of 
prescription  drug  expenses,  program  participants  will  not  have  drug  coverage  until  annual 
expenses reach $5,100.67  There will be a low‐income subsidy to fill in the “doughnut hole” for 
Medicare  recipients whose  income  is  less  than or equal  to 135% of  the Federal Poverty Level 
with  limited  assets,  as well  as  a  co‐payment  assessed  for  each of  their prescriptions.68   Low‐
income recipients between 135% and 150% of the Federal Poverty Level with limited assets also 
will  receive  a  sliding  scale  subsidy,  a deductible  of  $50,  and  a  15%  co‐payment  for  covered 
prescription drugs.   
 
Considerable  additional  confusion  and  concern  was  created  when  the  Department  of 
Agriculture  (USDA) Food and Nutrition Service  issued a “guidance” on  the new prescription 
drug  card  benefit,  indicating  that  people  who  received  benefits  under  the  new  drug  card 
program would be subject to a reduction in their Food Stamp benefits. Three months later, the 
USDA  revised  its guidance  eliminating  the policy  that would penalize  low‐income Medicare 
recipients receiving Food Stamps and/or using the interim $600 credit.69   
 
Although  the  law  had  been  passed  only  six months  prior  to  this  survey,  respondents were 
asked  their  opinions  about  the  new  Medicare  law  and  its  provisions.  Over  three‐quarters 
(77.1%) of  the  respondents have no  idea as  to whether or not  the new  law will be of help  to 
them;  7.9%  think  that  it will  not  help  them;  and  15.1%  think  that  they will  benefit  from  its 





















provisions.70    Their  responses  reflected  a  high  degree  of  speculation,  rather  than  a  sense  of 






Table 78: Why New Medicare Law Will 
Benefit Recipients  











Health care will cost less 22 31.0%  The changes are confusing 11 34.4% 
It will lead to more 
services 20 28.2%  
Health care will cost more/too 
much 8 25.0% 
It will improve the 
situation 12 16.9%  
Doesn't trust government/ 
prior changes didn't help 6 18.8% 
It will lead to better 
services and lower costs 7 9.9%  
There is no real change from 
before 5 15.6% 
Other 10 14.1%  
It is an insufficient change/ 
greater change is needed 2 6.3% 
Total 71 100.0%  Other 11 34.4% 
    Total 32 100.0% 
 












People who are under 65 and have a disability become  eligible  for Medicare after  they have 
received  Social  Security  or  Railroad  Retirement  Benefits  for  24  months.71    Social  Security 
disability payments are converted into retirement benefits when the recipient reaches age 65.72  
Likewise, individuals then become eligible for Medicare through their senior status rather than 
through  their  disability  status.  Seniors  with  disabilities  over  age  65  may  also  qualify  for 
Supplemental  Security  Income  (SSI)  payments, which  are  awarded  on  the  basis  of  financial 
need.73   
 
The  Social  Security  Administration  (SSA),  through  which  persons  with  disabilities  become 
eligible for Medicare  if  they are  less  than 65 years of age, only provides disability benefits for 
total  disabilities,  not  partial  or  short‐term  disabilities.  The  SSA  states:  “We  consider  you 
disabled under Social Security rules if you cannot do work that you did before and we decide 
that you cannot adjust to other work because of your medical condition(s). Your disability must 




Nearly  three‐fifths  of  the  respondents  (58.3%)  have  a  disability,  including  48.3%  of  the 
respondents, age 65 or older. Almost one‐fourth of  the  respondents  (24.4%)  receive Medicare 
benefits  as  a  result  of  their disability  status. Although  they  are not  classified  as disabled  by 
Medicare once  they  turn 65,  three‐quarters  (75.3%) of  the  respondents age 65 and older with 
disabilities  reported having what would qualify as a Medicare disability were  they under 65 

















Table 80:  Difficulties in Getting 








Eyeglasses 98 28.5% 
Hearing aid 21 6.1% 
Walker 21 6.1% 
Other durable medical 
equipment 18 5.2% 
Wheelchair 16 4.7% 
Medical supplies 15 4.4% 
Personal assistant 
services 15 4.4% 
Repairs to equipment 11 3.2% 
Dental care 11 3.2% 
Podiatry 1 0.3% 
n=344   








Finally,  respondents with disabilities were  asked  about problems  related  to  lack of  access  to 










it  is  also  encouraged by health  care  insurers who  incur  lower  costs  in providing health  care 
services in patients’ homes rather than in institutional settings.76  Spending on home health care 
as a percentage of all long‐term health care spending has risen from 4% in 1980 to 27% in 2000, 
reflecting  both  an  increase  in  costs  for  services  as  well  as  an  increase  in  the  percentage  of 
patients choosing to receive care at home, rather than in an institutional setting.77  Cost‐benefit 
studies  that  have  analyzed  home  and  community  based  health  services  as  an  alternative  to 
institutionalization  have  found  significant  savings  for  the  State  of  Illinois  as  well  as 
improvements  in  quality  of  life  for  its  participants.78    Home  health  care  spending  grew 
throughout  the  1990s,  declining  in  1997  when  the  Balanced  Budget  Act  reduced  Medicare 
payments  to  home  health  agencies,  but  resuming  growth  after  2000  when  the  prospective 
payment system was established. In 2001, the home health agency sector totaled $45 billion.79   
 
A Medicare  recipient must meet  four  conditions  in order  for Medicare  to  cover home health 
care  expenses.  The  recipient must  be  “homebound”;80  need  intermittent  or  part‐time  skilled 
nursing care, speech therapy, physical therapy, or occupational therapy; have a doctor prescribe 
the need for home care and create a plan of care; and select a Medicare‐approved home health 
agency.81   Home  health  aides, who do  not  have  nursing  licenses  but  can  perform  tasks  like 
helping with bathing, using the toilet, and dressing, are only covered by Medicare if the patient 
also  is  receiving  skilled  care. Medicare does not  cover 24‐hour a day home health  care, meal 
























delivery,  or  homemaker  services.  Medicare  recipients  may  have  to  pay  20%  of  the  cost  of 




past  two years. Respondents with disabilities have used  skilled home health  care  services  at 




and  single  resident  occupancy  accommodations  (SROs),  as  compared  to  those  who  live  in 
isolated  settings  such  as  single  family houses  and  townhouses. Finally,  among persons with 
disabilities, use  of home health  care  services varies  significantly by health  status, with more 
frequent use by respondents who assess their health status as “so‐so” or “somewhat sick” than 




Table 81:  Use of Home Health 
Care by Housing Type  
Table 82:  Persons with Disabilities' Use of Home 
















Used home health 
care 30.6% 17.6%  
Used home health 
care 30.0% 42.6% 22.7% 16.1% 
Has not used 
home health care 69.4% 82.4%  
Has not used 
home health care 70.0% 57.4% 77.3% 83.9% 
Total 100.0% 100.0%  Total 100.0% 100.0% 100.0% 100.0%











respondents with  limited  income,  use  of  home  health  care  services would  be  affected  if  co‐
payment levels were sufficiently high, even if the respondents do not anticipate this limitation. 











Table 83:  Effect of Co-Payments on Use 
of Home Health Care Services 
 
Table 84:  Co-Payment Effect on Ability to Afford 





Percent    <$750 
$750-
$1,500 >$1500 
Could not afford a co-
payment 252 45.2%  
Could not afford a co-
payment 54.0% 44.1% 21.2% 
It would depend on the 
co-payment level 242 43.4%  
It would depend on the 
co-payment level 38.6% 43.7% 59.6% 
Would use it regardless of 
the co-payment level 64 11.5%  
Would use it regardless 
of the co-payment level 7.4% 11.4% 19.2% 
Total 558 100.0%  Total 100.0% 99.2% 100.0% 




assistance  services85  needed  for  maintaining  independent  living  situations.  Over  one‐fourth 





Table 85:  Use of Personal Assistance 
Services  
Table 86:  Use of Personal Assistance 





Percent    
Non-
disabled Disabled 
Homemaker services 114 19.0%  
Used personal assistance 
services 17.8% 37.5% 
Help with chores 109 18.2%  
Did not use personal 
assistance services 82.2% 62.5% 
Home delivered meals 90 15.0%  Total 100.0% 100.0% 
Bathing 33 5.5%  n=569   
No personal assistance 
services used 253 42.2%     




at  a  higher  rate  (39.1%)  than  non‐Medicaid  recipients  (26.9%).  Among  persons  without 









Table 87:  Respondents Without Disabilities' Use of Personal 
Assistance Services by Age 
 Age 
 65-69  70-74  75-85 85-95 
Used personal assistance 
services 4.3% 10.9% 24.7% 46.7% 
Did not use personal 
assistance services 95.7% 89.1% 75.3% 53.3% 
Total 100.0% 100.0% 100.0% 100.0% 
n=220     
 
 
Among  respondents  with  disabilities,  location  and  type  of  housing  were  the  factors  most 
strongly associated with use of personal assistance services, with respondents  from Chicago’s 




Table 88:  Respondents with Disabilities' Use of 
Personal Assistance Services by Location 
 
Table 89:  Respondents with 
Disabilities' Use of Personal 















assistance services 49.4% 42.9% 32.4%  
Used personal 
assistance services 40.6% 21.6% 
Did not use personal 
assistance services 50.6% 57.1% 67.6%  
Did not use 
personal assistance 
services 59.4% 78.4% 
Total 100.0% 100.0% 100.0%  Total 100.0% 100.0% 










Table 90:  Funding Source for Personal 
Assistance Services  











Government program 134 77.9%  Referred by doctor/hospital 70 43.2% 
Out-of-pocket 23 13.4%  
Through family member/ 
acquaintance 55 34.0% 
Family/friends 21 12.2%  Called agency 33 20.4% 
Insurance 17 9.9%  Other 4 2.5% 
Don't know 2 1.2%  n=162   
Other 6 3.5%     
n=172       
* Total percentage exceeds 100% due to 
respondents listing multiple funding sources     
 
 
Nearly  three‐fifths  (58.3%)  of  the  respondents  reported  that  they  would  prefer  having  an 
outside agency hire  someone  if  they needed home  care  services  rather  than doing  the hiring 
themselves. Over  two‐thirds  (68.6%) of  the  respondents would want an outside agency  to be 
responsible for handling the payments for home care services if they were needed.86 
 
The desire  to use  an  agency  to hire  and pay  for home  care  services was  significantly higher 
among  males,  persons  with  disabilities,  non‐Medicaid  recipients,  those  with  lower  income 
levels,  those  living  in  group  settings,  and  those  who  reported  lower  health  status  levels. 
Respondents’ age has a significant impact on their desire to hire and pay for home care services, 





Table 92:  Preferred Hiring Method for Home 
Care by Age  
Table 93:  Preferred Payment Method for 


















Less than 65 21.5% 71.5% 6.9% 100.0%  Less than 65 5.6% 88.2% 6.3% 100.0%
65-69 26.0% 60.4% 13.6% 100.0%  65-69 10.4% 73.4% 16.2% 100.0%
70-79 18.8% 53.5% 27.7% 100.0%  70-79 7.4% 64.4% 28.2% 100.0%
80-84 33.9% 37.5% 28.6% 100.0%  80-84 23.2% 41.1% 35.7% 100.0%
85-94 19.2% 57.7% 23.1% 100.0%  85-94 11.5% 65.4% 23.1% 100.0%
n=582       n=582      










Although  all  599  respondents  in  this  survey  receive  Medicare,  414  (69.1%)  also  use  either 
private insurance, Medicaid, or county medical services for their medical needs and expenses. If 
a  larger  percentage  of  immigrants  had  been  surveyed,  the  percentage  of  respondents  using 
Cook County’s health services would have been significantly higher.  
 
Almost  one‐quarter  of  the  respondents  receive  Medicare  as  well  as  some  type  of  Medicaid 
benefit.  Whether  these  respondents  are  full  “dual  eligibles,”  having  access  to  full  Medicaid 
services and drug benefits, or  fall within one of  the other  seven dual eligible  categories, and 
only  entitled  to partial Medicaid  benefits87  cannot  be determined  from  the  collected data.  In 




Table 94:  Sources of Health Care 
Services and Payment 
 
Table 95:  Sources of Health Care 






Percent*   Disabled  
Non-
Disabled 
Medicare 599 100.0%  Medicare 100.0% 100.0%
Private insurance 243 40.6%  Private insurance 34.3% 49.4%
Medicaid 145 24.5%  Medicaid 30.5% 15.0%
County Health 
Services 80 13.4%  
County Health 
Services 14.5% 11.3%
n=599    n=591   
* Total percentage exceeds 100% due to 
respondents listing multiple sources.  
* Total percentage exceeds 100% due to 
respondents listing multiple sources. 
 
 









Of a  total 40 million Medicare  recipients, approximately 4.6 million are enrolled  in Medicare 
managed  healthcare  companies  (HMOs).89   Medicare  recipients  have  the  option  of  choosing 
between Original Medicare, available nationwide, and the Medicare Advantage plans (formerly 
called Medicare + Choice plans) in areas where the Center for Medicare and Medicaid Services 
(CMS) has  contracted with managed  care plans, PPOs, private  fee‐for‐service plans, or other 
specialty plans.90   Over  the past  few years, HMOs have  closed  over  400  of  their  local plans, 
citing  that  the  reimbursement  rate  provided  by  the  government  was  causing  them  to  lose 
money.91  However, the 2003 Medicare Law authorized the CMS to increase contracts with and 
payments  to  private  companies  offering  coverage  to  Medicare  beneficiaries.  The  federal 
government  is  poised  to  allocate  $46  billion  to  managed  care  over  the  next  ten  years,  and 
participation in HMOs is expected to triple to almost 15 million people, including one‐third of 
the  elderly,  over  the  next  three  years.92   As  of December  2004, CMS  had  approved  37  new 
contracts and 52 service area expansions, with 42 more applications pending approval.93   
 
Over one‐third of  the  respondents have used an HMO  for  their health  care  services at  some 




Table 96:  Use of Managed Health Care 
(HMO) System  
Table 97:  Level of Satisfaction with 










Never used HMO 368 61.4%  Not at all satisfied 63 28.1% 
Ever used an HMO 231 38.6%  Somewhat satisfied 50 22.3% 
Used HMO since 
enrolling in Medicare 88 14.7%  Satisfied 62 27.7% 
Used HMO prior to 
enrolling in Medicare 144 24.0%   Quite satisfied 15 6.7% 
Used HMO both prior to 
and since enrolling in 
Medicare  10 1.7%  Very satisfied 34 15.2% 
n=599    Total 224 100.0% 
* Total percentage exceeds 100% due to 
respondents listing multiple responses 
 
   










Almost one‐half  (49.6%) of  respondents who have used HMOs  report being  satisfied  to very 
satisfied  with  the  health  care  that  they  received;  however  20.0%  replied  that  they  would 


















Federal,  state,  and  local  governmental  agencies,94  national95  and  local  service  providers, 
advocacy  and  policy  organizations,96  research  and  philanthropic  organizations97  provide 
information on the overall Medicare system, the pertinent legislation affecting recipients’ rights 
and benefits, programs to help recipients pay for their prescription drugs and other health care 
needs,  contact  information  for  specific  programs,  and  general  assistance.  Yet  despite  the 
provision  of  all  of  this  information,  both  Medicare  recipients  and  those  responsible  for 
addressing  recipients’  need  for  information  reported  a  lack  of  sufficient,  user‐friendly 
information  that  answers  the  many  questions  and  concerns  relating  to  this  program. 
Respondents  reported  high  levels  of  interest  in  further  information  about  the new Medicare 





Table 98: Desired Health Care Information 
 






Percent*   Caucasians 
African- 
Americans 
New Medicare law 479 80.0%  New Medicare law 73.4% 81.1% 
Drug discount cards 393 65.6%  Drug discount cards 52.3% 68.2% 
2006 Drug coverage 389 64.9%  2006 Drug coverage 53.9% 68.2% 
Medicare plan comparisons 277 46.2%  Medicare plan comparisons 42.2% 47.2% 
HMOs 112 18.7%  HMOs 21.1% 18.0% 
n=599    n=128 n=434 
* Total percentage exceeds 100% due to 
respondents listing multiple responses  
* Total percentage exceeds 100% due to respondents 
listing multiple responses 
 












When  controlling  for  subgroups,  income  and  age  are  the  factors  showing  the  strongest 
differences. Older  respondents  and  those with  the  highest  incomes  (over  $2,200  per month) 
reported  needing  information  about  health  care  programs  far  less  frequently  than  younger 
respondents    and  those with  individual monthly  incomes  under  $2,200. Medicaid  recipients 




Over one‐half of  the  respondents wanted more  information and over one‐third wanted more 
detailed  explanations.  At  the  same  time,  however,  over  one‐half  reported  wanting  simpler 
explanations  and  almost  one‐fifth  reported  wanting  less  information.  Furthermore,  35.1% 
wanted more pictures and 34.3% wanted more charts; yet 30.7% preferred  fewer pictures and 




Table 100: How to Improve Health Care 
Information  
Table 101: How to Improve Health Care 











More information 341 63.3%  More information 72.2% 60.0% 
Simpler explanations 322 59.7%  Simpler explanations   
Information in large type 268 44.7%  Information in large type 32.7% 48.7% 
More detailed explanations 216 40.1%  More detailed explanations   
More pictures 210 35.1%  More pictures   
Less charts 197 32.9%  Less charts   
More charts 185 34.3%  More charts 45.1% 30.4% 
Less pictures 184 30.7%  Less pictures 46.9% 31.2% 
Information in my primary language98 154 28.6%  Information in my primary language 45.8% 22.3% 
Less information 106 17.7%  Less information   
Information on tape 96 17.8%  Information on tape 12.5% 19.7% 
Information in Braille 5 0.8%  Information in Braille 2.7% 0.2% 
n=599    n=539   
* Total percentage exceeds 100% due to respondents listing 
multiple responses.  
*Total percentages exceed 100% due to respondents listing 
multiple responses.   indicates an insignificant relationship. 
 
 
Respondents  with  disabilities  reported  wanting  more  charts  at  a  higher  rate  (39.7%)  than 
respondents without disabilities (27.2%). When controlling for disability status, there were only 












Table 102:  More Information Would Help by Age  
 Age  
 65-69 70-74 75-79 80-84 85-89 90-94 
More information 
would be helpful 64.4% 66.0% 53.1% 46.2% 42.9% 75.0% 
More information 
would not be helpful 35.6% 34.0% 46.9% 53.8% 57.2% 25.0% 
Total 100.0% 100.0% 100.0% 100.0% 100.0% 100.0% 
n=230       
 
 
A desire  for  simpler explanations was expressed by over one‐half  (53.8%) of all  respondents, 
and this increased significantly among respondents without disabilities with worsening health 
status. This variation in what people would find helpful in  improving health care information 
varies  significantly,  even  among  the  respondents  to  this  survey  who  were  primarily  low‐




Table 103:  Simpler Explanations Would Help by Health 









would be helpful 90.9% 75.8% 55.6% 44.6% 
More information 
would not be helpful 9.1% 24.2% 44.4% 55.4% 
Total 100.0% 100.0% 100.0% 100.0% 
n=232     
 
 
Respondents  were  shown  one  of  the  charts  frequently  used  to  explain  the  differences  in 
Medigap  insurance  plans  (see  Appendix)  to  see  if  they  found  this  type  of  chart  useful  for 
understanding  the  differences  among  available  and  proposed  plans.  Just  over  one‐fourth 






Table 104:  Seen Medigap Chart Before By Age  
 Age  
 <65 65-69 70-74 75-79 80-84 85-89 90+ 
Seen Medigap or similar 
chart before 38.0% 32.3% 20.4% 20.9% 19.0% 4.8% 14.3% 
Have not seen Medigap 
or similar chart before 62.0% 67.7% 79.6% 79.1% 81.0% 95.2% 85.7% 
Total 100.0% 100.0% 100.0% 100.0% 100.0% 100.0% 100.0% 





The  survey  also  asked  respondents  a  series  of  questions  about  how  they  prefer  to  obtain 
information about Medicare and other health care benefits and programs. Most of the Medicare 
recipients prefer  to obtain  their  information  from a variety of sources, with printed materials 











Printed material 428 71.5%
Face-to-face from a counselor 417 69.6%
Through a group presentation 293 48.9%
Telephone help line 200 33.4%
Through a group in which you 
participate 122 20.4%
Internet/web 99 16.5%
n=599   
* Total percentage exceeds 100% due to respondents 




care  information.  Printed  materials  are  more  preferred  by  men  than  women,  by  younger 
respondents,  by  non‐Medicaid  recipients,  by  African‐Americans  rather  than  Caucasian 
respondents, and by  those  living  in  isolated  rather  than  in non‐isolated housing. Face‐to‐face 
health  care  counseling  was  preferred  by  those  with  lower  incomes,  Medicaid  recipients, 
  52
African‐Americans, and  those  living alone.99   Group presentations were preferred by  those  in 
better health and presumably better able to access venues where such presentations are made; 
the  Internet  is  favored by  respondents with disabilities, who are African‐American, who  live 
alone,  who  do  not  receive  Medicaid,  and  who  live  in  some  type  of  non‐isolated  housing 




Almost one‐half of  the  respondents  reported  that  their best  information  is provided by  their 
doctor; 16.1% from a family member or friend; and 13.6% from a social service agency.  
 
When  asked  from  whom  they  would  prefer  to  receive  this  information,  over  80%  of  the 






Table 106: Current Provider of Best 
Information on Health Care  
Table 107: Preferred Provider of Best 










Doctor 284 49.1%  Doctor 330 57.3% 
Family member or friend 93 16.1%  Social services agency 76 13.2% 
Social services agency 79 13.6%  Family member or friend 73 12.7% 
Government 47 8.1%  Government 53 9.2% 
TV/radio 21 3.6%  TV/radio 12 2.1% 
Newspaper 15 2.6%  Pharmacist 6 1.0% 
Pharmacist 14 2.4%  Magazines 5 0.9% 
Magazines 6 1.0%  Newspaper 5 0.9% 
Internet 3 0.5%  Union 3 0.5% 
Other 17 2.9%  Internet 1 0.2% 
Total 562 100.0%   Other 12 2.1% 
    Total 576 100.0% 
 
 
Age, disability, and Medicaid  status are  the  three  factors  that most  significantly affect where 
Medicare recipients currently receive their best health care information and where they would 











preference  to  rely on doctors and  family members or  friends  for  this help. Respondents with 
disabilities reported relying less on doctors and more on social service agencies for their health 
care information needs than respondents without disabilities, although they would like to rely 
slightly more on  their physicians and  the government  for  this  information. Respondents who 
receive Medicaid rely to a much greater degree on social service agencies and family members 
or  friends and  far  less on  their doctors  than non‐Medicaid  respondents. These differences are 
seen  in  the preferred provider  responses as well, with a  significant number also  indicating a 
desire to receive this information from the government.101 
 
The  mail  is  used  by  the  government  to  communicate  with  Medicare  recipients  about  the 
program’s  current  benefits, proposed  changes,  and  the many  options  that  recipients need  to 
consider. Over one‐half  (56.7%) of  the  respondents  reported understanding mailed Medicare 
materials  from  the government only “sometimes” or “never”; about  two‐fifths  (41.7%) of  the 
respondents  reported  “usually  or  always”  understanding  the  materials.  This  finding  is 





Table 108: Understands Mailed Government 
Medicare Information  
Table 109: Response to Mailed 










Never 48 8.0%  Reads it 517 87.6% 
Sometimes 291 48.7%  Saves it 416 70.5% 
Usually or always 249 41.7%  
Asks for help 
understanding it 249 42.2% 
Doesn't receive government 
Medicare information in mail 9 1.5%  Tosses it out 124 21.0% 
Total 597 100.0%  n=590   
    
* Total percentage exceeds 100% due to 
respondents listing multiple responses 
 
 
Medicare  significantly  enhanced  access  to  information  by  providing  3,000  service 
representatives  for  their  toll‐free  telephone  help  line,  which  can  be  accessed  by  service 
                                                 








providers  and  beneficiaries  and  their  families  for  information  about  the  new  benefits  and 
changes associated with  the 2003 Medicare  legislation. However,  the Government Accounting 
Office  documented  that  over  one‐third  of  callers  to  the  government’s  Medicare  help  line 
received inaccurate information or their phone call was never answered. 
 
Using  the  current  information  available  to  them,  almost  two‐thirds  (65.1%)  of  respondents 
reported that they would need help in choosing and applying for a health care program if they 





Table 110:  Need Help 
Choosing Health Care Plan 
by Disability Status  
Table 111:  Need Help Choosing Health 
Care Plan by Age for Respondents Aged 
65+  
Table 112:  Need Help 
Choosing Health Care Plan 
by Medicaid Status 
     Age     
 Disabled 
Not 







need help 75.6% 57.7%  
Would 
need help 63.0% 64.4% 64.4% 77.8%  
Would 
need help 82.6% 35.7% 
Would not 
need help 24.4% 42.3%  
Would not 
need help 37.0% 35.6% 35.6% 22.2%  
Would not 
need help 17.4% 64.3% 
Total 100.0% 100.0%  Total 100.0% 100.0% 100.0% 100.0%  Total 100.0% 100.0% 
n=586    n=446      n=592   
 
 
Over  three‐quarters of  respondents with disabilities  and  those  age  85  and older would need 
help in choosing a health care plan, as compared to almost three‐fifths of respondents who do 
not have  a disability  and  two‐thirds of  those under  age  85. The differences  are  even greater 
when  looking at respondents’ Medicaid status, with 82.6% of Medicaid recipients anticipating 
needing  help  if  they  had  to  choose  a  new  health  care  plan,  as  compared  to  35.7%  of  non‐
Medicaid  recipients.  With  the  new  Medicare  program,  changes  in  benefits  to  Medicaid 
recipients are  likely  to be  far more  traumatic  than non‐Medicaid recipients, with  their current 
prescription  drug  coverage  through  Medicaid  ending  December  31,  2005  to  be  replaced  by 
Medicare’s prescription drug coverage on January 1, 2006.  
 
Finally,  respondents were asked about  their ability  to make decisions about  their health  care 
needs and the level of support available to them, if it is needed. Most respondents said they feel  
able  to make  health  care  decisions  on  their  own, with  no  help  needed  from  another  family 
member,  friend,  or  agency  staff  member.  However,  this  sense  of  independence  varies 
significantly by age and by residence. Like the questions related to desire for more information, 




Table 113:  Ability to Make Health 
Care Decisions Independently  
 
Table 114:  Ability to Make Health Care 






Percent   <65 65-69 70-79 80-84 85-99 
Can usually 
make decisions 
independently 486 81.5%  
Can usually make 
decisions 
independently 82.8% 86.6% 81.1% 77.6% 57.1% 
Can sometimes 
make decisions 
independently 47 7.9%  
Can sometimes 
make decisions 
independently 8.2% 8.3% 6.3% 12.1% 7.1% 
Usually needs 
help from another 
adult 63 10.6%  
Usually needs help 
from another adult 9.0% 5.1% 12.6% 10.3% 35.7% 
Total 596 100.0%  Total 100.0% 100.0% 100.0% 100.0% 100.0%
    n=594      
 
Table 115:  Ability to Make Health Care Decisions 









Can usually make 
decisions 
independently 84.4% 81.5% 36.4% 72.4% 
Can sometimes 
make decisions 
independently 7.8% 6.2% 9.1% 10.5% 
Usually needs help 
from another adult 7.8% 12.3% 54.5% 17.1% 
Total 100.0% 100.0% 100.0% 100.0% 




Respondents  who  are  older  and  living  with  family  or  friends  are  significantly  less  able  to 
understand and make decisions about their health care needs on their own. This may be due to 









One‐eighth  of  the  respondents  in  this  survey  have  had  to  make  choices  between 




percentage  of  recipients  foregoing  basic  necessities  increases  as  well.  Seniors  and 
persons with disabilities should not be forced into this predicament.  
 
2. Implement programs and policies  to protect Medicare recipients from having  to use 
unsafe measures for reducing expenditure on medications. 
 
Over  17%  of  the  respondents  in  this  study  resort  to  practices  that  are  unsafe  and 
unhealthful  to  reduce expenditure on medications. Those persons who are  the  sickest 
and  those with disabilities resort  to  these money‐saving strategies  far more often  than 








from  dental  care  to  podiatry.  In  addition,  almost  40%  of  respondents  have  delayed 
accessing  health  care  for  reasons  including  problems  with  transportation,  costs,  and 
time. Delaying care impacts not only individuals’ quality of life, but also the long‐term 
costs to the health care system, which later has to address the needs of patients in worse 
condition because  they had  to delay care. Ways  to  increase access of  those who are  in 
need of health care services need to be developed and supported. 
 
4. Recognize  and  reduce  the  adverse  impact  of  co‐payments  and  deductibles  on 
recipients’ access to and use of health care services. 
 




























Over  one‐half  of  the  respondents  reported  that  they  never  or  only  sometimes 
understand  the  information  provided  by  government  sources,  and  this  was  with  a 
sample  that  reported high  levels of English  reading proficiency.  Information provided 
by government sources on health care programs needs to be clarified and presented in a 
way  that  is  useful  to  Medicare  recipients  and  the  people  to  whom  they  turn  for 
guidance. 
 
Respondents  reported  high  levels  of  interest  in  the  new  Medicare  law  and  its  drug 
coverage  provisions,  drug  discount  cards,  and  comparisons  of  the  various  available 
Medicare plans. Approaches  to making  information about  these and other  topics more 
user friendly vary dramatically. Some respondents want more information and charts or 




In  addition,  respondents  reported  a  variety  of ways  that  they  prefer  to  receive  their 
health  care  information—through  printed  documents,  face‐to‐face  interviews  with 
counselors, group presentations, and help  lines, with significant differences again seen 
among subgroups. Respondents reported obtaining their best information from a variety 
of sources  including doctors,  family members and  friends, and social service agencies. 
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Most people would  like  to continue  to  receive  information  from  their current sources, 








for  those  responsible  for  educating Medicare  recipients:  doctors  need  to  be  educated 




information  from pharmacists, or preferring  to get  their  information  from  this  source, 
the implementation of Medicare Part D on January 1, 2006, with its automatic effect on 
all  Medicare  recipients’  prescription  drug  benefit  may  place  pharmacists  in  a  key 
position to be a far greater source of information for Medicare recipients than they were 




6. Ensure  that  HMOs  are  responsive  to  the  expectations  and  needs  of  Medicare 






and benefits, and being able  to receive  the medical services  they need. Given  the  large 
numbers  of  Medicare  recipients  expected  to  enroll  in  HMOs  in  the  next  few  years, 
significant  consideration  should  be  given  to  evaluating  HMO  plans  to  ensure  that 
participants needs and preferences are met. 
 
7. Provide  support  for health  care providers  serving Medicare  recipients who did not 
have prior health care insurance. 
 
Almost  one‐half  of  the  respondents  with  monthly  incomes  less  than  $750  and  an 
additional one‐quarter of the respondents with incomes between $750 and $1,500 had no 
health insurance prior to Medicare. Their health care needs and the costs for providing 
services are  likely  to be  far greater  than  for persons who have had regular health care 
services prior  to  receiving Medicare. Health  care providers who  serve  this population 
should be encouraged and supported. Whether these providers should be given a higher 
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capitation  rate,  receive  expedited  reimbursement  for  services,  or  some  other  type  of 
benefit should be determined based on considerations of fairness and efficacy.  
 
8. Ensure  that  the  government  negotiates with  drug  companies  to  obtain  bulk  price 
discounts for Medicare recipients.  
 
Although  few respondents were  interested  in purchasing drugs  from outside  the U.S., 
over  90%  of  the  respondents  reported  that  they wanted  the  government  to  negotiate 
bulk prices from drug companies for Medicare recipients. 
 




populations  of  Medicare  recipients  that  were  underrepresented  by  this  research.  In 
particular,  the  experiences,  needs,  and  preferences  of  immigrants,  limited  English‐
speaking persons, Caucasians  and middle‐income  individuals  should  be  investigated. 
There are  likely  to be significant differences between  the data gathered  for  this  report 






























































Founded  in  1975,  the Center  for  Impact Research  (CIR)  focuses  its work  on  issues  of 
economic  and  social  justice. CIR uses  community‐based  research  to  advocate  for  and 
achieve changes  in public policy and programs. The Center works collaboratively with 
diverse partners, who  are  all  striving  to  eliminate  the  fundamental  causes of poverty 
and  injustice. CIR  is  focusing  its current work  in  four project areas: Working Families; 
Children and Adolescents; Seniors; and Alternatives to Incarceration. 
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